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Symptomatic Burden in MPNs 

ÅWhy do symptoms matter in MPNs 

 

ÅDevelopment and testing of MF-SAF 

 

ÅDevelopment and testing of MPN-SAF 

 

ÅNext Steps 
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Current Medications for MF 

Medicines for 

MF Anemia 

 
ÅAndrogens 

ÅEPO 

ÅThalidomide 

 

 

 

 

 

Medicines for 

Anemia & 

Spleen 

 
ÅLenalidomide 

 

 

 

 

 

 

Medicines for 

MF Spleen 

 
ÅHydroxyurea 

ÅBusulfan 

Å2-CDA 

 

ÅSplenectomy 

ÅSplenic Radiation 

 

 

Medicines for 

MF Symptoms 

 
ÅNone 

 



Major Agents in Development for MF 
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Comparing JAK2 Inhibitors 
Efficacy 
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Major Agents in Development for PV-ET 
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Symptomatic Burden in MPNs 

ÅWhy do symptoms matter in MPNs 

 

ÅDevelopment and testing of MF-SAF 

 

ÅDevelopment and testing of MPN-SAF 

 

ÅNext Steps 



Mesa et. al. Leukemia Research 2009 



M-MFSAF Changes at 6 Months 

on INCB018424 

 

Symptom 
Median Baseline 

Score 
% Pts with 
.ŀǎŜƭƛƴŜ җм 

Median Score at 
6 Months 

% Pts Improved 
at 6 Months 

General fatigue 4.0 91% (79/87) 2.0  51% (40/79) 

Abdominal pain (and discomfort) 3.0 76% (66/87) 1.0 65% (43/66) 

Inactivity (ability to move and walk around) 3.0 83% (72/87) 2.0 54% (39/72) 

Cough 2.0 45% (39/87) 0.5 59% (23/39) 

Night sweats 4.0 54% (47/87) 0 70% (33/47) 

Itching (pruritis) 2.0 46% (40/87) 0 75% (30/40) 

Bone pain (diffuse, not joint pain or arthritis) 3.0 64% (56/87) 2.0 36% (20/56) 

Fever (>100oF) 2.0 46% (40/87) 0 70% (28/40) 

Change in appetite/ Unintentional weight loss 
last 6 months (or gain) 

2.0 75% (65/87) 1.0 55% (36/65) 

What is your overall quality of life? 4.0 91% (79/87) 2.0 49% (39/79) 

Ability to bend down, including to tie shoes 2.0 66% (57/87) 1.0 63% (36/57) 

Altered bowel movement and/or difficult or 
painful urination 

2.5 48% (42/87) 0 67% (28/42) 

Body image and hindrance to perform daily 
activities 

3.0 79% (69/87) 1.0 59% (41/69) 

Difficulty sleeping 4.0 77% (67/87) 1.0 66% (44/67) 

Swelling of extremities (arms and legs) 3.0 57% (50/87) 1.0 60% (30/50) 

Mesa et al. 2010 
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INCB018424 in MF 
Symptoms 



S. Verstovsek, H. Kantarjian, R. Mesa, et. al. NEJM 2010;363:1117-27 
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Symptomatic Burden in MPNs 

ÅWhy do symptoms matter in MPNs 

 

ÅDevelopment and testing of MF-SAF 
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ÅNext Steps 



 

All for measurement of the 

Validated Brief Fatigue Inventory 
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MPN-SAF 
Validation Steps 

1. Patients with MPN (ET, PV, MF) complete at 

the time of a physician visit 

2. Patients also complete co-validation EORTC-

QLQ-C30 

3. Patients answer questions on 

comprehensiveness and clarity of MPN-SAF 

4. Physicians concurrently complete disease 

information, demographics, and their own 

perception of key patients symptoms 



EORTC-QLQ-C30 

 



MPN-SAF 
International Collaborators  

USA 
ÅRobyn Scherber, MPH 

ÅAmylou Dueck, PhD 

ÅJeff Sloan PhD 

ÅJohn Camoriano, MD 

ÅCraig Reeder, MD 

ÅJoe Mikhael, MD 

ÅAyalew Tefferi, MD 

 

UK 
ÅDeepti Radia, MD 

ÅClaire Harrison, MD 

ÅMary Francis McMullin, MD 

Italy 
ÅTiziano Barbui, MD 

ÅAlessandro Vannucchi, MD 

ÅFrancesco Passamonti, MD 

ÅGiovanni Barosi, MD 

ÅAlessandro Rambaldi, MD 

ÅMaria Ferarri, MD 

 

 

 

 

 

 

Sweden 
ÅPeter Johansson, MD, PhD 

ÅBjorn Andreasson, MD 

ÅJan Samuelsson, MD 

ÅGunnar Birgegard, MD 

 

 

 

 

 

 

 

 



MPN-SAF 
Translations  

1. Three initial translators 

2. Fourth independent translation 

3. All four discuss via teleconference or 

email and end up with final shared 

version 



MPN-SAF Italian 

 

Questionario per la valutazione dei sintomi nelle malattie mieloproliferative croniche 

(MPN-SAF) 
 

Istruzioni: Per favore, completi il questionario attentamente, in modo da descrivere come questi sintomi si sono manifestati 

nellôultima settimana, a meno che non venga specificato diversamente. Compili i moduli fino alla fine del questionario.  

 

Sintomo Da 1 a 10  (0 se assente): il voto 1 è il più favorevole e 10 il meno favorevole 

 

Per favore, attribuisca un punteggio alla 

sua stanchezza (affaticamento, 

spossatezza) tracciando un cerchio 

attorno al numero che meglio descrive 

il suo grado di stanchezza proprio in 

questo momento 

 

 

0 (Nessuna stanchezza)     1  2  3  4  5  6  7  8  9    10 (La peggior stanchezza 

immaginabile) 

 

Per favore, attribuisca un punteggio alla 

sua stanchezza (affaticamento, 

spossatezza) tracciando un cerchio 

attorno al numero che meglio descrive 

il suo grado usuale di stanchezza 

durante le ultime 24 ore 
 

 

0 (Nessuna stanchezza)     1  2  3  4  5  6  7  8  9    10 (La peggior stanchezza 

immaginabile) 

 

Per favore, attribuisca un punteggio alla 

sua stanchezza (affaticamento, 

spossatezza) tracciando un cerchio 

attorno al numero che meglio descrive 

il suo peggior livello di stanchezza 

durante le ultime 24 ore 

 

0 (Nessuna stanchezza)     1  2  3  4  5  6  7  8  9    10 (La peggior stanchezza 

immaginabile)) 



 

MPN-SAF Swedish 



EORTC-QLQ-C30: Swedish 

 



 

EORTC-QLQ-C30: Italian 



Additional Patient Questions 

 
Are there additional symptoms related to your myeloproliferative disorder which 

were not addressed in the above questionnaire? 

________________________(open responses) 

 

The MPN-SAF (question form) was easy to understand? 

0 (As good as it can be)     1  2  3  4  5  6  7  8  9     10 (As Bad as it can be) 

 

The MF-SAF (question form) addressed most of the symptoms I have from my 
disease? 

0 (As good as it can be)     1  2  3  4  5  6  7  8  9     10 (As Bad as it can be) 



MPN-SAF (N=402) 
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